This article reports results from a systematic search and thematic analysis of qualitative literature to identify key issues related to family-centered care, behaviors, and communication skills that support the parental role and improve patient and family outcomes in the pediatric intensive care unit. Five themes were identified: (1) sharing information, (2) hearing parental voices, (3) making decisions for or with parents, (4) negotiating roles, and (5) individualizing communication. These themes highlight several gaps between how parents want to be involved and how they perceive clinicians' engagement with them in the care of their child. Parental preferences for involvement differ in the domains of information sharing, decision making, and power sharing across a spectrum of parental roles from parents as care provider to care recipient. The pediatric intensive care unit setting may place clinicians in a double bind trying to both engage families and protect them from distress. Asking families of critically ill children about their preferences for participation across these domains may improve clinician-family relationships.
A child's admission to a pediatric intensive care unit (PICU) is an overwhelming time for the patient and family because of the emotional intensity that they experience and the medical complexity of the care being given. 1 Most deaths of pediatric patients in the hospital occur in the PICU, 2 and regardless of the outcome, families may experience feelings of uncertainty and fear of a poor outcome or the death of the child. 3 Additional causes of psychological distress in parents include parental role disturbance and poor communication experiences with healthcare teams. [4] [5] [6] Psychological effects can be long-lasting, 7 and there is an association between the distress that parents experience and the long-term psychological well-being of the child. 8 Family-centered care (FCC) is a partnership approach to care that supports the parental role and involvement of parents in the care of their child. [9] [10] [11] [12] Family-centered care promotes dialogic communication between families and clinicians that aims to support ''more effective, efficient, and empathic pediatric healthcare'' 13 and is proposed as an important contributor to addressing family distress and improving long-term outcomes of children and their families.
Although the idea of FCC is considered as the gold standard of care in pediatrics, 14 there are several challenges to its implementation, especially in the PICU setting. First, there is a lack of agreement on the definition of FCC, 12, 15 and definitions often consist of a broad list of principles, 16 making it difficult to evaluate its effectiveness. Second, patients in the PICU often have unstable and/or unpredictable medical conditions, making it difficult to forecast definitive outcomes, which can lead to greater anxiety for parents lengths of stay in the PICU are relatively short (with a median of 2 days 18 ), which means that clinicians must try to develop trusting relationships with families in a short time frame. Third, clinicians have reported difficulty in implementing the elements of FCC in the care of hospitalized children, and key principles have been found lacking in the literature. 6, 15, 19, 20 This suggests that these elements are more reflective of idealistic principles meant to change practice and empower families but are not based on evidence of clinical practice as it currently exists. Furthermore, some elements of FCC involving relationships, negotiation, shared care, and partnership may be implemented incorrectly or be viewed negatively by clinicians and family members. 20 The purpose of this article is to review qualitative research that describes elements of FCC in the PICU with the purpose of identifying FCC behaviors and communication skills that support the parental role and improve patient and family outcomes.
METHODS
We conducted a comprehensive review of qualitative and mixed-method empirical research on nurse and physician communication with parents of critically ill children in the PICU using a systematic approach. We limited the search to studies that reported using qualitative and mixed-method research to examine how FCC was being framed and to further refine the concepts and definitions of FCC as it applies in pediatrics. Searches were performed using PubMed and Cumulative Index to Nursing and Allied Health Literature databases and included publications for all articles up to April 2015. We used a broad range of search terms relevant to FCC (Table) because previous research only using the search term ''family-centered care'' missed articles that report on elements of FCC because of the limited search strategy. 15 In preparation for this systematic literature review, a concept analysis was first performed to define FCC in the PICU and inform the search strategy. For this review, FCC is defined as including some or all of the following elements:
1. the mutual exchange or sharing of information and goals between clinicians and parents, including advocacy by parents for their child; [21] [22] [23] [24] [25] [26] 2. decision making about day-to-day caregiving, medical care, or withdrawal or limiting of life-sustaining treatment; 24,27-30 and 3. negotiation of roles in providing care to the child or the negotiation of presence during interventions and medical communication events. 22, 26, [30] [31] [32] [33] [34] [35] This search strategy identified an initial set of 780 articles, including 231 duplicates, which were removed. The titles and abstracts of the 549 articles were then evaluated for the inclusion and exclusion criteria (Table) . After this review, another 481 articles were omitted; the remaining 68 full-text articles were read, and an additional 35 articles were excluded because they did not meet the inclusion criteria, leaving a final set of 33 articles published between 1990 and 2015 ( Figure 1) .
The full texts of the 33 articles that met the inclusion criteria were then further evaluated to determine if there was any discussion about including the voice of parents as described in the Table. For example, the unidirectional sharing of information from clinician to family alone did not meet the inclusion criteria; we also required that there be some description of the family sharing information with clinicians, participating in decisions, negotiating their role or presence at the bedside, or advocating for the child. Once selected for inclusion, each article was read at least once to get a sense of the whole and then reviewed again to abstract the following structured data elements: the country of origin; research question and design; theoretical or conceptual frameworks used to guide the project; methodological orientation; methods of sampling, data collection, and analysis; and key findings related to FCC including information sharing, parental advocacy or expertise, negotiation, how mutual goals or needs/expectations were defined, and support of family participation. The findings were then read across studies to identify and group similar themes. 37 
RESULTS

Overview of the Articles
Of the 33 articles included in this synthesis, 29 used only qualitative methods and 4 used mixed methods (see Supplemental Digital Content 1, http://links.lww.com/ JHPN/A9). Most studies were performed either in the United States or in Europe. Most data (79% of the studies) were collected through focus groups and interviews, or open-ended survey questions; 21% of the studies involved direct or indirect observation (eg, either as ethnographic studies or audio recording of actual communication events). Study designs were mostly cross sectional; 21% used longitudinal designs, of which 6% collected longitudinal data but did not analyze those data over time. Parental views were included in 30 of the 33 studies.
Diversity
All of the studies reported demographic information about study participants' sex. Of the 30 articles that included parents as participants, only 12 articles (36%) included information about race, ethnicity, or nationality, all of which were performed in the United States except 1 from the Netherlands 38 and 1 from Italy. 39 Five of the 10 articles in the United States that include demographic information describe samples with 75% or more white participants. There were 17 articles that include clinicians as participants, of which only 4 articles (24%) describe the ethnicity, race, or nationality of the clinicians. 
SYNTHESIS OF FINDINGS
From this literature review, we identified 5 main themes related to FCC: (1) sharing information with parents, (2) hearing parental voices, (3) making decisions for or with parents, (4) individualizing communication, and (5) negotiating roles. From this analysis, we highlight several gaps between how parents of critically ill children in the PICU describe how they want to be involved and how they perceive clinicians actually engage families in the care of their child.
Sharing Information With Parents
Parents seek honest, clear, and complete information 43, [45] [46] [47] [48] [49] [50] [51] to be able to actively participate in decision making 48, 52 and in the physical care and comfort to their child, 44, 45, 48 as well as to cope with uncertainty and fear of a poor outcome. 43, 50, 53 Access to information can make parents feel more prepared, less helpless, and give them a sense of control. 43, 45, 50, 53 Parents reported that they wanted to receive information even when it was potentially distressing 43, 44, 54 and wanted to be informed about decisions even when clinicians are the primary decision makers. 44, 52, 53, 55 Two articles by Carnevale et al 49, 53 suggest that improved coping may help parents feel less fear and regret and facilitate closure and grieving if the child dies. Despite parental desires for clear, complete, and honest information, several studies found that clinician communication often entailed use of medical terminology, euphemisms, and complex speech that was difficult for parents to understand. 41, 44, [55] [56] [57] Other studies reported that some clinicians withhold information, 53 avoid being transparent with the intention of protecting families from distressing information, 57 and manage the timing and However, withholding information can lead to parental distress 59 and can contribute to a sense of powerlessness and fear, 53 insecurity and anxiety, 59 a stressful search for information, 50 and an erosion of trust in clinicians. 57 Clinicians report that they attempt to balance hope with realism in the information that they give to the families. 47 and put clinicians in a difficult situation.
Hearing Parental Voices
Parents report wanting clinicians to listen to them, answer their questions, address their concerns, and incorporate their knowledge into the treatment plan. They want to be involved to improve the child's quality of care by sharing important information, correcting misinformation, helping to avoid medical errors, and preventing infections. [43] [44] [45] [46] 49, 54, 62 Similarly, parents want to share their specialist knowledge of the child, 46, 54 including cues and indicators of pain, 45, 53 and physical, emotional, and spiritual needs. 48 Yet, some parents report that their medical knowledge is often either not solicited or disregarded, 39, 63 and their questions and concerns are left unaddressed. 40, 53, 56 A study by de Vos et al 38 found that only a third of clinicians invited families to share their observations about the child's ability to interact or their perceptions of the child's level of comfort. Both Van Cleave et al 41 and de Vos et al 38 found that in family conferences clinicians spoke a disproportionate amount of time.
The unequal power and authority to direct care between parents and clinicians makes it difficult for parents to speak up about the concerns that they have, ask questions, or challenge a clinician's decision because of concerns that this behavior would jeopardize their relationship with providers upon whom they depend for their child's care. [64] [65] [66] Clinicians have also described power differentials that reduced parental involvement, citing parental concerns about ''rock[ing] the boat'' by asking questions. 58 One observational study found that nurses labeled parents who advocated and asked questions as ''difficult'' with negative effects on subsequent interactions. 40 Listening to parents is essential for parents to be in partnership with clinicians 63 and to establish a trusting relationship. 45 However, clinician biases may prohibit the development of a partnership with parents of minority ethnic and racial backgrounds. One study in the United States found that parents were less likely to communicate concerns if they felt they were viewed negatively. 43 Furthermore, racial and ethnic minority parents were more likely to report, unsolicited, that clinicians did not listen to them. Racial and ethnic minority parents gave accounts of events in which they perceived that clinicians were discriminating against them and making assumptions based on race, language, and insurance status, which made communication difficult. In combination, this information suggests that racial and ethnic minority families may feel less comfortable communicating concerns and being in partnership with cli- 
Making Decisions for or With Parents
Studies based in France, Italy, Turkey, and the Netherlands described an ethical and legal norm called ''beneficent paternalism'' in which the role of the physician is to make treatment decisions for critically ill children, 38, 49, 51, 55 and then parents are given the option to assent or dissent to the decision. In contrast, in the United States and Canada, the ethical and legal norm is for parents to make decisions for critically ill pediatric patients based on a best interest standard in which an attempt to balance benefit and harm is made. 13, 49 Across countries, however, studies report beliefs that physicians make decisions for parents because they believe that parents do not have the necessary knowledge to participate in such complex decision making and that parents would otherwise be burdened with feeling culpable and responsible if the child were to die. 38, 47, 49 Although Bartel et al 42 and Michelson et al 47 in the United States describe parents as being ultimately legally responsible for end-of-life decisions, Michelson et al 47 additionally describe a process of secondary decision making in which clinicians influence the decisions that the parents make by limiting the choices available or how information is delivered, with the goal to reduce the burden of decision making for parents. In a longitudinal observational study in the Netherlands, de Vos et al 38 describe a decisionmaking process in which parents were more involved earlier in the hospital stay with sharing information and preferences. However, decisions to withdraw life sustaining treatment were ultimately made by clinicians who would allow time for parents to adapt to this decision if they disagreed. These authors also report that clinicians wanted to protect parents from decisional regret by taking responsibility for the decisions and not including parents, yet parents were found to be capable of participating in difficult decisions despite feeling intense emotions. Furthermore, in a comparison of practices in France and Quebec, there was no pattern between parental involvement in lifesupport or surgical treatment decision making and subsequent feelings of regret or guilt. 49 
Individualizing Communication
The literature reports a range of parental preferences for communication, such as level of participation in decision making or type and degree of information that is shared.
Some parents want to defer decisions to physicians, and other parents want to be more involved and have physicians support their decisions. 39, 49, 51, 52, 55, 59, 67 Some parents have reported that they wanted only the basic information about the care being provided to their child 45 and that they did not want to be informed until care plans were certain 43 because hearing varying perspectives on potential diagnoses and their child's medical history increased their anxiety and confusion. 63, 68 However, other parents reported that they wanted to be informed about the different aspects of the care plan that clinicians were considering 43 and to know as much as possible, to better understand their child's condition. 45, 63 For example, Meyer et al 50 found that parents had different levels of tolerance for uncertainty and complexity and that some parents preferred to know all the viewpoints when there were conflicting perspectives among the healthcare team, whereas others preferred talking with just 1 spokesperson. Greater comfort levels with differing perspectives may have been because they experienced greater cohesion overall in the information from their clinical team 50 and not because of fundamental differences in communication styles.
Negotiating Roles
Role negotiation is defined as collaborating with parents in deciding the level of involvement on the part of parents in providing care to the child, including presence at the bedside and participation in decisions. Overall, there was little discussion about negotiation of roles in this literature. In 1 study, clinicians indicated that they should have the authority to determine if parents can be present during resuscitation events. 64 The common practice was for clinicians to ask parents to leave during resuscitation events without inquiring about parental preferences or consulting with other clinicians. With regard to negotiating the level of parental involvement in decisions, Carnevale et al 46 report that clinicians were unclear as to how to determine decisional authority in different circumstances, and de Vos et al 38 found that none of the physicians in their study assessed parental preferences for level of decision-making involvement.
There was some indication that barriers to role negotiation include power differentials and differing priorities. de Vos et al 38 found that some parents expressed strong objections to the decisions made by clinicians while others complied, resulting in differences in parental influence on the ultimate decision. Because clinicians did not actively solicit parental preferences for participation in decision making, it is unclear if different behavior is a result of preferences for participation or different comfort levels or cultural norms about challenging power differentials between clinicians and families. Baird et al 40 found that parental behaviors to seek individualized care were perceived by nurses as problematic and challenging. DeLemos et al 43 found that some parents were less likely to communicate concerns if they felt they were viewed negatively. In addition, racial and ethnic minority parents were more likely to report, unsolicited, that clinicians did not listen to them. This suggests that power differentials present in relationships between clinicians, and parents may impede negotiation and are of particular concern for parents racial and ethnic minority parents.
A few studies report that clinicians prioritize efficiency, rules, and norms over family needs and participation. Jefferson and Paterson 64 reported that clinicians made decisions regarding parental presence during resuscitation events based on their personal goals for either an efficient procedure or to maintain the child-parent relationship. Baird et al 40 reported that clinicians are challenged to respond to competing priorities to both deliver safe and efficient care while also giving patient and families a satisfying experience. These goals are often in tension with each other because clinicians have come to prioritize rules and norms that do not necessarily meet the needs of individual patients and families. Macdonald et al 69 also found that there was a conflict between the interests of families and clinicians, and rules regarding behavior and noise levels were applied to parents and not to PICU staff. These different standards for behavior are attributed to whether parents are viewed as (and made to feel like) guests or visitors 39, 69 or members of the healthcare team. 40 
DISCUSSION
Family-centered care has been described as existing along a continuum of clinician-family partnership. 12 This continuum ranges on one end, from emphasizing the role of parents as care providers, actively contributing their knowledge, observations, and expertise about their child to the plan of care along with clinicians, to the other end in which parents are viewed as care recipients, who are being cared for by clinicians who take responsibility for distressing decisions and procedures. 15 The literature highlights 3 domains of the clinician-family partnership in the PICU with varying levels of family involvement: information sharing, power sharing, and goal sharing (Figure 2) . The continuum includes variation across these 3 domains such that families may be at one end or the other, or some combination of both providing and receiving care. These are 3 domains in which parental roles may be negotiated. Family-centered care in pediatric critical care is a dynamic construct that is unique to different families and that may vary over time.
Our review suggests that in general clinicians in the PICU are still the ones who determine the level of parental access to information, participation in decisions, and presence during procedures. 38, 47, 49, 53, 57, 58, 64 Exercising this authority may be done to achieve the well-intentioned goal of
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www.jhpn.comalleviating family distress, but it also serves the medicalcentered goals of efficiency and the enforcement of rules and norms. 40, 64, 69 In contrast, parents reported a wish to have a more active role in their child's care, in which they had greater access to information, 43, 44, [47] [48] [49] [50] [51] 54 more participation in the development of treatment plans, [43] [44] [45] 54, 62 and more recognition and inclusion of their knowledge and concerns about the child. 45, 52, 63 This involvement may reduce parental emotional distress by allowing them to fulfill a parental role to protect their child's life and ensure higher quality of care.
Family preferences and needs for their roles as care recipient and care provider may vary depending on the clinical situation and personal characteristics of families, such as the nature of the patient's diagnosis or a family's ability to manage uncertain and complex information. Thus, it is not possible to deliver FCC in a onesize-fits-all approach. It is necessary to negotiate with parents the level of involvement that they have by inquiring into their preferences and tailoring communication to their needs. Although it has been recommended that communication and decision-making involvement be individualized for the preferences and needs of families, 39, 43, 50 parental roles are not often negotiated, and there is a lack of specific guidance for how clinicians can do so.
There are specific challenges to clinician-family partnership in the PICU setting, such as the high level of technology, complexity of care, and uncertainty of prognosis, that may place clinicians in a double bind in multiple ways. Clinicians feel responsible for protecting parents from experiencing emotional distress related to participating in treatment decisions that parents may later regret, 47, 49 receiving uncertain or distressing information, 53, 57, 58 or being witness to stressful events. 64 Clinicians may view the selection, modification, or obfuscation of information that parents receive and the limitation of the degree of parental involvement in decisions as therapeutic communication strategies to protect parents from experiencing psychological distress. However, some parents report distress when they do not have access to complete information or when they feel unable to advocate for their child's best interest. 43, 50, 53, 57, 59 Clinicians may inadvertently increase parental distress by not giving complete information or not involving the parents in care to the degree that they prefer. Furthermore, clinicians may have difficulty balancing the goals for physiological end points and patient and family satisfaction with communication and involvement and view these in tension with each other. This results in a reliance on rules and norms that become prioritized at the expense of family participation in care and perpetuate power differentials that impede partnership.
With few exceptions, this body of research does not include a critical lens to power dynamics and status, which may influence the communication between clinicians and families. There is a lack of demographic information given in articles, with mostly homogenous samples of non-Hispanic white participants (see Supplemental Digital Content 1, http://links.lww.com/JHPN/A9) and little discussion of the influence of socioeconomic status or differences between clinicians and families with regard to ethnicity, race, or nationality on communication. Results from the study by DeLemos et al 43 suggests that racial and ethnic minority families may feel less comfortable in communicating concerns and being in partnership with clinicians than non-Hispanic white families. This is important because racial or ethnic minority families and those with lower literacy and education levels and/or who do not speak English may not be able to participate in the child's care to the same extent as other families with different societal privileges. Parental participation gives parents a sense of control that may allow them to cope and could potentially alleviate the long-term effect of critical illness on the parents, family, and child. A decrease in parental involvement for subgroups of parents could contribute to health disparities. More research is needed with regard to the influence of biases on communication and the parental role in the PICU as well as how communication may be modified to better accommodate families from different cultural backgrounds.
CONCLUSIONS
This review synthesized 33 qualitative and mixed-method studies with the purpose of identifying FCC behaviors and communication skills that support the parental role and improve patient and family outcomes. This review adds to the literature in 3 ways: (1) It provides details about the varying needs and preferences for parental roles across the continuum of FCC; (2) it provides evidence of the gap between how parents generally wish to be involved and how clinicians involve them and highlights that parents are rarely asked about their preferences for participation; and (3) it describes some of the specific challenges to implementing FCC in the PICU setting. Asking parents about their preferences for communication and participation may improve clinician-family relationships, improve the care of children, reduce conflict, and alleviate the emotional distress often experienced by parents due to parental role disturbance and poor communication. Further study is needed to understand how clinicians modify their communication with families, as well as the role of biases, cultural differences, and power differentials in communication, to develop effective interventions.
